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Poster Abstracts: 7 - Genetic Counsellors

cancer sample. In particular, a sense of guilt sbout transmissfon of
susceptibility to breast cancer to daughters it was often cbserved in
this group; 2} it was important to adapt the comunication with patients
to thelr own  communicative style and subjective characteristics,
cultural customs, values, inteflective level and age. We suggest that
written educational material should be provided in order to improve the
understanding of basic concepts like: research, genetics, prevention,
risk. In doing this, psychological and secial variables must be take into
account,

This work was supported by AIRC.

P7.005

Certification of master's level genetic
counselors and accreditation of genetic
counseling graduate programs: a model

for quality assurance,

Fine, Beth (1), and Baker, D. {(2)

(1) Northwestern University Medical School, Chicago IL, USA; (2)
University of Michigan, Ann Arbor Mi, USA

Medical genetics practice in the USA is a team effort, providing
diagnosis, management and counseling to individuals and families
within a client-centred ethnocultural context. Master's level genetic
counsellors are trained in human/medical genetics, psychology,
communicaticn skills and ethics to bridge the gap between the
laboratory and the patient. Untll 1993, the American Beard of Medical
Genetics certified geneticists with doctoral or master's degrees. The
American Board of Genetic Counselling (ABGC) was then formed to
establish criteria and procedures for certification of master's level
genetic counsellors and accreditation of graduate programs. Its goal is
to improve the quality of education, reflecting changes in genetic
technology. Certification promotes the public welfare by ensuring a
minimum level of practitioner competence. The ABGC has taken an
innovative, integrated approach tc certification and accreditation by
creating practice-based competencies to define and evaluate training
outcome measures, We will describe the methodclogy for developing
the competencies; & protocol for program accreditation, and, the
credentialing and certification criteria, and evaluation process. The
- jmpact of the ABGC's efforts on professional advancement and on
programs will be discussed. We will conclude with the ABGC's future
goals and recommendations for adapting this credentialing model for
other genetic health care systems.

7.006
Organization of genetic counseling in

Italy: input of psychosocial disciplines.
Jacopini, Gioia (1); Frontali, M.(2); Perobelii S.(3), and Salmaso D.(1)
(1) Istitute di Psicologia CNR, Roma, Italy; (2) Istitute di Medicina

-~ Sperimentale CNR, Roma, Italy; (3) Servizio Psicologia Clinica, C. Fibrosi
Cistica Verona, Italy

Developments in genetics have expanded predictive and diagnostic
potential with respect to an increasing number of diseases. This body of
knowledge, however, places the individual before the need to make
increasingly complex choices which deepen the psychosocial problems
that genetic counselors have to be able to give answers to.

In Italy there are various genetic diagnostic and counseling centres
even though they are not uniformly distributed throughout the Country.
In order to gain an understanding of how many of these centres are
truly capable of facing the complex psychosocial problems posed by
genetic counseling and, in particular, by the management of diagnostic
or predictive testing we have drawn up a questionnaire and sent it out
to the public and private centres listed in the Guide to the Diagnostic
and Treatment Services for Genetic Disorders set up by AIRH and
Ministry for Health,

Preliminary data trace a picture of severe delay with regard to the care
for the psychosocial compenents of genetic counseling.

if the final data will confirm this picture, it is most urgent that Health
policy makers in ltaly be made aware of the danger of the spread of

genetic diagnoses throughout the country without there being adequate
psychosocial suppart.

P7.007
The role of the non-medical genetic
counsellor in cancer referrals to a

Regional Genetic Service

MacLeod, Rhona; Ciancy, T.; Durell, S.; Faulkner, C.; Hall, G., and Kerzin-
Storrar, L.

St Mary's Hospital, Manchester, UK.

The increasing number of cancer referrals to genetics departments has
{ed to an exciting challenge for non-medical genetic counsellers n the
setting up of their own clinics, managing registers for cancer
predisposing conditions, involvement in  pre-symptomatic  test
counselling, and educating other health professicnals. This paper will
describe the work of genetic asscciates (non-medical genetic
counsellors and nurses) in Manchester, UK,

A Genetic Register Service has been in existence for families with
dominant tumour predisposing conditions, eg VHL, FAP and NFZ, since
1990. The responsibilities of the genetic associate in managing the
register Include: coordinating screening for early detection of problems;
offering genetic counselling to the extended family; and pre-
symptomatic test counselling.

A genetic assoclate and a clinical geneticist are both involved in the
counselling for pre-symptomatic testing. At least one session is with
the genetic associate only. This multidisciplinary approach is medelied
on cur protocel for HD testing.

The education of other health professionals sbout cancer genetics is
vital if the service is not to be overwhelned by inappropriate referrals.
The content of a workshop for practice nurses in the North West of
England will be outlined,

P7.008
Defining the skills and knowledge base of

genetic nursing practice
Penny, Guilbert
Department of Clinical Genetics, City Hospital, Nottingham, UK

The Delphi technique was used to determine the opinions of an axpert’
practitioner panel regarding the core components of genetic practice
and the knowledge base skills and perscnal attributes required to
deliver an optimum service. The ftems gensrated by the panel were the
subject of iterative review to establish 2 consensus view. 96 §
consensus was achieved over three rounds,. The main components of
practice identified included interaction with clients involving
information transfer and counselling around issues concerning
psychosocial impact. Educational and research compaonents of practice
were also valued highly, Commensurate knowledge and skills were
identified to support its practice most of which were considered to be
embedded in pricr clinical experience in other settings which could be
developed as a practitioner in the speciality. Academic study to at least
first degree level with the goal of a Masters degree was identified. This
would fit in with the designated UKCC education requirements for
specialist and advanced practitioners. The results of the study can be
used as a basis upon which to develop appropriate specialist
educational programmes for future practitioners and to define
competencies and standards which coutd be used to guide specification
and appraisal of nursing contributions to genetic services.
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Tntpoduction

At present, the main gedical application
of DNA technologies ig in the diagnosnis of
genetic disorder or in the detection of
increaned suscepbibility to disease:
effortive treatment 1s rarve. Mevertheless,
genetic tests are alvesdy influenging all
aspects of medical practice

In  our opindion this stresses the necd {for
ganetic and psychosocial counseling of fhe
hdghest stvandards because of fthe medical,
poychospcial, ebhical and legal problems
gdaed by:

the difficolties in offering. providing
and dintervpreting predictive genebic

KN W,
LG TR

the prediciive nature of much genetic
Antormation:

the psychesoecial lmpact of knowledgs of
ganetdc visk Foe bGhe dndividoal;

the dmplications for other family
s b o

Bhe difficult decigions Lhat peuple
at risk often have vo mako



Inn Thaly vheve are wvarious genedin
dismgnustic  and coungeling centroes aven
thoval bthey are not vniformiy distveibuted
vheoughout the Countey., bHe have ssked
purselves Just how many of these centres
ave Gruly cvapable of facing the complay
peychosocial prohlams possd by genewic
vounselidng  in generasl and, dn paviicular,
by the managoment of disgnostic

ard predictive teats,

Sueshionnmaires soliciting informatiaon feom
givectorys of genetic services were mailed
to all the listings in the Guide o the
Hiagnostic and Yreawment Sevrvices for
Genptic Disorders that is the most
vamplete and uptodave divectory available
s by,

& covering letbter, avcompanying each
guestionnailre, outiined the purpose of
the study es desiving to determing how
the genetic centres were orgenised and
which sorvives were delivered {(laboratory
giagnostic procedures onlys or genetic
tounseling or bhobh),

ife 1

The guesstionnaive was divided into & parts
Part & of the gueshionnaire was ta be
fillad in by %Tthe servson in charge of

the sprvice,

Fart B oof the (uwestionnagire  was wo

e Fidled dn by the person who dials

with the psychosocial aspects of y. <.

Ve mailed 199 questionnalces



The results we are presenting here are nod
complete in that not all the recipients
ave answered so far and we have Limited
this presentation tu the 2 centres whose
respontes have come within Apeil 30, Other
responges bhave come later and are sehill
coaming and we will dinclude all of vthem in
the #final report.

However, though bheing nod complete, %Hhe
Hata we present here do Tvace s rvealisvic
picture of the genetic services in our
Countey ag they came From L7 out of the
19 T¥elian Regions: hence Tthey cover a
fairly lavge propovtion of Hhe national
tervitory,



GUES

FLOMMATRE A ~ THE ORGANIBATION OF 6. C,

HuY of the centres Lthat have snswevred 60
far carvy out  diagnostic activity;

B is the propovdion of those carvvyging
put both diagnostic and caunseling
gotivibies:

Unly  &5% of the centres provides the
counseling when the diagnosbic reaults
are given,



We do not know the characteristics

of the centres that do not alwags
provide counseling at the time of
diagnosis: 1t is possible, for instance,
that they hand over the diagnosis to the
dactor and not to the patient

However, Lt ig a rather impeortant issue
and needs to be further investigated both
becavee ethical guidelines tend to
attribute the vreszponsibility of the
counseling to the centre that pecforms
the test and also becauvse it could
indicate an underevaluation of the
pauychological impact of the diagnostic

or predictive genetvic information,



Who deals with the psychosocial aspects 7

3% ef the centres did not answer;

S4.85%  of the vespondents stated that this
task is cavvied ouvut by the doctors ar by
the biologists;

A%, 5% assigng the task of managing the
pasychosocial problems to sogial workers

or Yo puychologistse, either alone (34, 5%)
or btogether with the medical statd (1L1%).



Amongst the doctors who take care of
the psychological aspects only 11%
have taken ad hoc courses

8i% of the doctors that have vespomnded
deem that twhey would need some specific
training as they feel not to be capable
of living up %o expectations.

The training of the medical staff is
evaluated as insutficient to deal with
suth issups as:

— adaptation btol/aceeptance of the diseause;

- gocial/employment-related difficulties
puperienced by %he patient;

~ anxigty and feeling of guilt that come
with the diagnosis;

-~ gifficulties in making reproductive
choilces;

~ complex family and couple dynamics,
DBoctors also indicate as very difficulid:
-~ the communtication of the diagnasis;

~ the explanation of the concept of
genetic risk,



11,24 of the cenbres that have responded
can rely on psychopsocial operators employed
on a peemanent or temporary basis in the
HRTVICE

25, 8% seek for creative solutions such as:

-~ uaing staff that is not specifically
trained
for working in a genetic centre, namely
the psychologists of family counseling
centres ov medical psychiatrists who work
in the establishment.

- recoursing to provisional., becauvse often
unpaid, collaborators, namely external
pasychologists ov psychiatrists,

- allying with psychologists from other
institutions on the hasis of scientific
collaboration agreements.

HA% pd the respondents, however, do not
have any psychospcial operator available
to them.



We tryed %o find out whether there might
be some specific features differentiating
the 23 centres that have organised them~
selves in one way or another Lo be able
to give some psychosocial assistance

There don’t appear to be any geographic
differenceas,

Instead there do appear to be some
differences where the types of diseases
dealt with in these centres ave taken
into account,

The genetic centres endpwed with some
form of psychesocial service deasl with
individual diseases such as, for instance,
c. £, or with uniform groups of genetic
diseases, such as neuromuscular disorders

Conversely, %he genetic cenftres without
any psychosacial assistance mostly provide
services for all disorders



In our opinion, one of the reasons
accounting for move attention being
paid to psychosocial problems by such
centres as those for c. . and for
neuromuscular disovders, is the c¢lose
co—operation between the centres and
the lay Associations for these diseases,
which also happen to be the most
frequently found genetic disorders.

Of course, the lay Associations succeed in
having a greater impact on the orgeanisation
of those genetic cenltres which speclalize
in only one disease:, or in a uniform graup
of disorders.



In these cases lay Asgociations can he very
influential in:

~ linking research and clinical practice

with the family and social setbtings of
the patients;

informing the families about the new
findings in Genetics and Phavmacolagies;

= gantributing to educating society.

abating prejudice and promoting
gaolidarity with the patients by
spreading information about the
diseases;

— entouraging research alse by raising

funde.

(75% of the centves endowed with psycho-
gocial stafd entertain close collabovration
with such associationss whereas

A3%4 of the centres without psycho-
social staff report only intermittent
ce-operation with lay associations).



QUESTIONNAIRE B - THE PSYCHOSOCIAL OPERATORS

Monie of the respondents worked with the
genetic centres bhefore 1979,

Most of them (57.74) have begun to work
in the area of genetvic counseling only
since L1990.

These operators are mostly called in on a
routine hasis (8B8%)

Less than half (38, 4%) have taken specific
training courses on  g.c. and all but
ong feel that specific training is
indispensable.



The aspects of professional training
falt to be specific and necessary are:

knowledge of genetics
knowledge of vrisk evaluation

knowledge of the characteristics of
genetic diseases

ability to analyse complex situations
and relations, as those for which genetic
diseases are responsible

ability to intervene in a crisis situvation.



In about BB of the rases the assessments
made by the psychosocial operator are
discussed with the team of consuliing
physicians, and however the respondents
camplain aboutl:

the lack of coardination between him/hev
salf and the doctors

directiveness of the team of physicians

insufficient esploration of Lthe psycho-
social problems

lack of houndaries in professional
accountability



CONCLUBIONS

Genetic information hags profound
implications for individual and

spciety. The genetic counseling context is
ang in which decisions must be made on how
to best integrate this information with
historical, personal and social
understandings,

The key psycholagical concept is that of
"meaning', that is the personal, subjective
significance of the %total information
received by the individuwal or touple.

Relative unfamiliarity with the dynamics
or processes of personal counseling tend,
on one hand, to lead %o an underestimate
of the degree to which counseling
principles influence practice and
procedures and, on the other, fto
overestimate the kind of pgsychosocial
interventions that are needed in

genetic counseling.



Home respondents seem to imply that

the wsual problems encountered in
genetic counseling require interventions
and models more appropriate to psycho-
pathology than %o normal behavier,
while athers (11} seem bo imply that
counseling skills can he acguired on the
Jobh.

This belief is naive and unrealistic.
Experiences in other areas of pevrsonal
counseling suggest that the acquisition
of aven the rudiments of effective
Flgtening, responding and non
directiveness is not as simple as

it seems.



At present, as far as we know,

genetic testing in this Country has

been developing without harm because
testing is undevtaken in genetic and/ov
regearch institutes, in consultation with
geneticists and trained psychologists.

In the next few years, howsver, the use
of genetic testing is Llikely to expand
rapidly outside research institutes, in
the "real" world we have Just described.

This means that a major role in the
provision of genetic testing will be
played by primary health care providers
and other non—-genpetic specialists who
have had only genevral notions about
Genetics and no training whatever with
regard to hioethics:, ar personal
counseling, or doctor-patient interaction
other than the traditional relationship
acquired within the Pframework of
therapeutic medicine,



There is plenty pf evidence that

the problems in praoviding genetic tests
arae different from those snocounteraed

in other areas of medical practice.

In actual fact, the predictive vse

of genetic tests places the doctor
before a healthy patient and he/she
should provide a setting conducive to
an avtonomous decision without taking
an an authoritative attitude. This is
the direct opposite of the conduct that
most physiciang have, who are wused %o
taking on therapeubtic responsibility
for their petient.



The data clearly show that in this
Country the Health, National and
Regional, authorities have been very
slow in planning the Genstic Counseling
SGervices and in making available ad hoc
personnel to meet the needs that weve
being prompied by vesearch in the field
of genetic tests.

e +think that +the data we have
caliected underline the need for:

- promoting educational programs in
order to make medical students, health
care providers and all personnel
involved in referring patients more
knowledgeable about genetics and visks,
benefits and limitations of genetic
tests s0 to ensure adequate incorporabtion
of genetic testing into health care
delivery system.

—~ astablishing tvraining course for non-
medical genetic counselors who are
experts in the management of psychosocial
problems related to genetic counseling;

~ promoting health education programmes
aimed at enabling the general population
to make their way through the jungle of
incorrect intovrmation that abounds in
this sector.



Indeed, in order for the users of genetic
tests to be able to exercise autonomous
decision-making it is necessary for them
to upgrade and expand their basic medical,
scientific and genetic lknowledge.



